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DEVELOPING LAW AND ETHICS

The Convention on the Rights of Persons

with Disabilities
PENNY WELLER

applicable to people living with mental illness

The most recent expression of the human rights
is the Convention on the Rights of Persons with

. Disabilities (‘the Convention’).' The Convention is a

comprehensive statement of international human
rights law. ? It does not purport to create new rights.’
However, as the first international convention to be
drafted following the adoption of the Vienna Declaration
and Program of Action, and with the collective and
collaborative action from people with disabiliy, it offers
a new articulation of how human rights are conceived,
expressed and realised. In this sense, it marks a new era
in disability rights.’?

Does the Convention impose obligations that challenge
the delivery of mental health services? Some pecple in
the disability community argue that both involuntary
medical treatment and substituted decision-making

are contrary to Convention principles.” Others

argue that the Convention does not prohibit these
practices. Adopting the latter view, Australia lodged an
interpretive declaration together with its instrument

of ratification indicating that it considered compulsory
rreatment and fully supported or substituted decision-
making to be permissible under the Convention, but
only as measures of last resort.® At the centre of the
current debate are Article 17, on the right to respect
for physical and mental integrity, and Article |2 on the
right to equal recognition before the law.’

On 21 October 2009, the Committee on the Rights
of Persons with Disabilities ('the CRPD’) convened

a 'Day of General Discussion on Article 12 - The
Right to Equal Recagnition Before the Law' ® The
outcomes of the day of discussion are yet to be made
public. This article is offered as a contribution o the
ongoing debate. |t argues that the right to be free from
interference with ane's phrﬁical and mental integrity

o T expressed in Article 17, in conjunction with the

recognition of the right to equal recognition befare the

| law expressed in Article |2, redefines the ethical and
legal standards that should guide the care of treatment
to people with mental illness. The combined effect of
Articles 12 and 17 is to emphasise the importance of
supported decision-making, and refute the acceptability
of inveluntary medical treatment.

Article 17 and the Prohibition of Torture

Article |7 is the shortest Article in the Convention.
It provides that;

Every person with disabilities has a right 1o respect for
his or her physical and mental integrity on an equal
basis with others.
This truncated text is a product of a "negotiated silence’
aimed at reinforcing the implied prohibition against
involuntary treatrment.”

According to the United Mations Special Rapporteur
on Torture and Other Cruel, Inhuman or Degrading
Treatment or Punishment, the inclusion of Article 17 in
the Convention on the Rights of Persons with Disabilities
enables previously accepted practices in the mental
health care and treatment to be reframed as cruel,
inhuman or degrading treatment or punishment.

It is established law that severe maltreatment, neglect,
or humiliation of patients may constitute cruel,
inhuman or degrading treatment or punishment and
viclate human rights. Conversely, it is usually assumed
that therapeutic practices, however confronting, are
not captured by the prohibition, The comments of

the Special Rapporteur question this distinction. He
raises the possibility that intrusive medical intervention
may infringe the rights enshrined in the CRPD. This
argument suggests the need for a re-evaluation of
many “taken for granted” practices in the delivery of
mental health services. Furthermore, the complexities
of the psychiatric context indicate that human rights
evaluations should proceed on a case-by-case I:_a_;a'gi_sl__
These evaluations must also keep in mind the deeply
discriminatory attitudes and practices that shape the
care and treatment of people with disabilities,

Prohibition against torture and current
mental health treatments

The Special Rapparteur lists the following common
mental health treatments and practices as likely to
constitute an infringement of Convention rights:

* poor conditions of detention;

- the use of restraints, including the use of medication
as a form of chemical restraing;

* the administration of drugs as punishment;

* the use of seclusion and isolation;

= gxperimentation or experimental treatment
without consent;'”

* forced treatments that are intended to correct
and alleviate particular impairments.

= intrusive or irreversible treatment. such as lobotomy
and psychosurgery;



The implementation of supported decision-making strategies for
people with mental illness will similarly require the development
of clinical protocols that address the questions of independence
and undue influence, to work toward the creation of a culture
of patient-centred decision-making.

* forced abortion or sterilisation without free
informed consent;

» unmodified electroconvulsive therapy,

» modified electroconvulsive therapy without free
and informed consent;'’

* forced psychiatric interventions that amount
to political or social repression;

* forced and_nann-cunsfensual administration of

" psychiatric drugs, and in particular of neuroleptics, for
the treatment of a mental conditions, especially in the
presence of extreme and debilitating side effects;

“ = inveluntary commitment to psychiatric institutions

on an arbitrary basis:"? and

« violence, including sexual violence.?

Many of these practices or experiences are not
uncommen in mental health care in developed western
nations. Of particular note is the inclusion of arbitrary
involuntary detention for the purposes of imposing
inveluntary medical treatment,

Side effects and therapeutic content
of mental health treatments

People living with mental flness give further substance to
the argument that forced treatment may constTUEe an
infringement of Convention rights by drawing attention
to the extreme side effects of psychotropic medications.
Evidence of this nature questions the therapeutic basis
of interventions by challenging the proportionate
relationship between the therapeutic value or efficacy
of an intervention and the burden of the side effects

the treatment may induce. People with mental illness
argue that psychotropic medications mask, rather than

relieve, the symptoms of mental iliness. Because the
dulling or sedative effects of medications often mask
the expression of the symptoms, these medications
may be experienced as a form of chemical restraint,
Conversely, some psychotropic medications produce
disabling and distressing symptoms or side effects

that mirnic the symptoms of mental illness." In these
instances the debilitating side effects of the medication
may be interpreted by mental health professionals as
evidence of continuing or escalating mental illness, giving
rise to a cyclical escalation of treatment and debilitation.
Ultimately, accounts of the experience of taking
psychatropic medication challenge standard medical
practices and question the efficacy of pharmacological
interventions. These arguments are a plea for the
development of an improved evidence base for the
delivery of informed, individualised treatment.

Free and informed consent
and the question of capacity

A clear emphasis in the Special Rapporteur's comments
is that medical treatment must be provided with the
free and informed consent of the person, In his view,
farced Interventions of any kind, particularly those that
are tainted by discrimination, lack therapeutic content,
or give rise to unacceprable side effects, may constitute
torture or cruel, inhuman or degrading treatment,

Emphasising the operation of the principle of free
and informed consent in mental health care raises
fundamental questions about the assessment of
capacity. Amita Dhanda argues that there are three
distinct approaches 1o the assessment of capacity in
western systems of law.'” She describes these as: the
status test; the function test; and the outcome test

The status test assumes capacity on the basis of defined
categaries. Formulations of law that follow this test
disqualify persons with certain attributes from the
performance of designated legal tasks or functions.
Persons who are excluded by this type of law are
typically persons with psychesocial, intellectual, or
physical disabilities. Judicial considerations of status-
based formulations of law are generally confined to
determining the presence or absence of disability.
Judicial intervention in this instance tends to focus on
~Whether the disability label or diagnosis was affixed with

d_1.r_§_|:_:_l3z;e 55.

Reaszon, or function-based tests rest on an assessment
of whether the person can understand the nature,

janificance and consequences of certain actions or
advice. Using the reason or function test, agoury’
may deny legal capacity to a person who is unable to
understand the nature of a contract or is unable to
understand that an act is wrong or contrary to law.
These tests are the most commonly applied in health
contexts as the basis of a person’s capacity to consent
to medical treatment.'® Functien-based formulations
are intended to trn attention to the quality of
understanding that is demonstrated by the person.
Hewever, Dhanda describes research in a number of
jurisdictions that shows that the function test often
operates in a similar way to the status test. Thatis,
once the presence of a disability or psychological
disorder is established, it is assumed that the person
lacks capacity.'”

The third test assesses the outcome of the reasoning
process, On this model, the atribution of incompetence
or incapacity is made on the basis of the decision
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arrived at by the person with a disability. Dhanda argues
that the effect of this test varies depending on the sacial
acceptability of the decision, For example, if a person
accepts psychiatric treatment, he or she is deemed to
have capacity and is admitted to a voluntary treatment
program, If the person decides to refuse recommended
medical treatment he or she is deemed to lack capacity
on the basis that he or she lacks insight into the problem
of her illness and is unable to recognise the benefits of
treatment. MeSherry refers to this as the "Carch 22° of
medical care,' Tt

Dhanda concludes that the each of the three
approaches engage in a circularity of reasoning that
denies pecple living with mental iliness participation

in the decisions that affect them, and entrenches

the assumption that persons with mental iliness are
incapable of making decisions.* While the function-
based test may be able to operate effectively in the
absence of embedded and systemic discrimination,

the difficulty remains that where any refusal of medical
treatment is taken as evidence of a failure To reason,
regardless of the merit of the refusal, application of the
funcrion test will not reflect an adequate exercise of the
ethical obligation of practitioners who seek to comply
with Convention principles,

The Convention addresses the capacity/ competence
debarte by assuming that people with disabilities are
capable of exercising capacity, while accepting that
some persons will require the provision of sufficient
support to enable them to meaningfully exercise the
same rights as other members of the community,
Requiring the provision of support recognises that
capacity is a variable human auribute. All persons,
whether or not they have a disability, are mare or

less able to reason and understand the content and
consequences of a course of action depending on
how much information they receive, in what form and
context the information is received, how much time is
provided to process the information, and how much
opportunity there is to discuss or test the information
with trusted persons. This is especially 50 in relation to
health information.

Capacity and sypported decision-making
The injunction to support the exercise of legal capacity
is found in Article | 2(3) of the Convention:

States Parties shall take appropriate measures 1o provide

access by persons with disabilities 1o the support they may

reguire in exercising their legal capacity.
The full meaning of the principle of supported decision-
miaking, in practical terms, is yet to be settled. The
World Netwaork of Users and Survivors of Psychiatry
("WMLUISP') argues that supported decision-making
begins with accessible cormmunication and can extend
to long term support relationships. In the latter case,
the VWNLISP suggests that state parties should develop
standards governing the conduct of supporters, The
standards should include the obligation to respect the
rights, will and preferences of the person, and the
obligation to refrain from conflict of interest and undue
influgnce. The WNUSP argues that the standards

should be established and made known to providers of
support and people receiving support.?’ Regardless of
its form, the definitive feature of supported decision-
making is that control over decision-making rests with
the supported person.

Health facilities can contribute to the development of
measures that effectively support individuals to exercise
their legal capacity. Strategies that are currently in place
to assist people negotiate the mental health system

will remain useful; for example, enabling individuals
nominated by the person to participate in care and
treatment decisions. In addition new strategies may
include the:

+ education of mental health professionals around
the concept of informed consent and their
obligations in law:

» education of mental health professionals arcund
the processes of reasoning;

* enhanced recagnition by the institution of informal
and formal suppaort relaticnships;

* appointment and invelvement of advocates
in decision-rmaking:

* development of active case manager roles;

= effective use of treatment plans; and the

» effective use of psychiatric advance directives,
or other proxy decision-making arrangements where
the substituted decision-maker is bound by the wishes
of the patient.™

In Convention terms, the goal of support is not merely
to give voice to a patient’s preferences or aspirations,
but to facilitate open communication between the
patient and the clinician with the goal of achieving full
and informed consent.

What is required for
free and informed consent!?

The law of informed consent rests on the three
requirements that the person is competent, informed
and freely and voluntarily giving consent.® That is, the
law assumes a 'rational’ independent individual wha
is capable of making decisions in his or her own best
interest without undue influence. Generally, when a
person arranges and attends a medical consultation
independently, it is assumed that the requirement of
independence is met. Where a person is dependent
upon others for transport or communication the
assumption is easily displaced.

It is useful 1o look beyond the disability context to
conceptualise the operation of clinical practices

based on informed consent. Difficulty in assessing
whether or not consent is freely and voluntarily given
commaonly arises in the provision of general medical
treatment to young people. Practiioners who are
skilled in the provision of health care to young people
have developed practices that assess independence.
For example, it is important to ensure that during a
consultation where a ‘support’ person is present, time
is spent alone with the young person to ascertain that
the course of action proposed accords with their true
wishes. The implementation of supported decision-



Regardless of its form, the definitive feature of supported
decision-making is that control over decision-making rests

with the supported person.

making strategies for people with mental illness will
similarly require the development af clinical protocols
that address the questions of independence and undue
influence. to work toward the creation of a culture

of patient-centred decision-making, At a minimum,
the real invelvement of at least one key person from
outside the clinical team, who is nominated by and
acceprable to the person with mental illness, is likely to
+ assist in ensuring that the cutcome of the supported
decision-making process reflects the decisions that are
" acceptable to the persan with mental illness.

The recognition that the imposition of involuntary

" medical treatment sits within the paradigm of torture
or cruel, inhuman or degrading treatment imposes a
high standard of care in relation to the achievement
of free and informed consent, The amount of support
necessary to ascertain the free and informed consent of
persons with disabilities will vary from person to person,
and will necessitate the development af strategies that
provide a continuurm of support from minimal to very
high levels of suppart for a small minority, ™

Reasonable accommodation

The principle of ‘reasonable accommedation’ in
Article 2 of the Convention, although yet to be tested,
requires the provision of modifications and adjustments
that enable a person to exercise their rights on an equal
basis with others.” Reasonable accommadation is
defined in Article 2 of the Convention as:
Appropriate madification and adjustrments not imposing
a disproportionate or undue burden, where needed in a
pasticular case, 1o ensure o persons with disabilives the
enoyment or exercise on an cqual basis with others of all
human rghts and fundamental freecdoms.

‘Reasonable accommadation” in the Convention
accords with similar notions in domestic anti-
discrimination law such as reasonable adjustment or
adaptation, and effective or suitable modifications

ar measures. For example, the Australian Dsability
Discrimination Act 992 (Ceh) DDA uses the term
‘reasonable adjustment’. Employers are required

1o make ‘reasonable adjustments’ provided the
adjustments do not impose an unjustifiable hardship or
are unreasonable, Section || of the DDA sets out the
factors that are to be taken into account in determining
whether requiring a particular adjustment is reasonable.
These are:

* nature of the benefit or derriment likely to accrue
or be suffered by any persons concerned;

+ effect of the disability of a person concerned: and
+ financial circumstances and the estimated amount
of expenditure required,**

To afford a person ‘reasonable accommaodation’ means
to make adaptations in a health care fadility that remove
the barriers that prevent a person with a disability from
participating in an activity or receiving services on an
equal basis with others.” The limitation built into the
notion of reasonable accommadation means that in
some instances the level of support that is needed by

a person may fall beyond what might be reasonably
expected of a party to the Convention. Nevertheless,
the standard required of State Parties will ultimarely
depend an the standard of medical care available in a
given jurisdiction. In developed western health systems
it is not unusual for very high levels of communicative
support 1o be provided to person with communication
deficits, It follows from the assumption of capacity.
coupled with the principle of non-discrimination, that
persons with mental illness should also be pravided
with high levels of support.

Alternative decision-making pathways

In cases where a person is not able to provide free and
informed consent, despite the provision of appropriate
support, it may be necessary to provide an all:ernat:iye
decision-making pathway.”® Guidance on appropriate
alternative decision-making pathways is found in Article
12{4) of the Convention,

Article |2(4) requires that ‘all measures that relate to

the exercise of legal capacity” provide for appropriate

a{u& effective safeguards to prevent abuse in accordance

with international human rights law. In particular, it

requifes that the safeguards ensure that measures

relating to the exercise of legal capacity:

* respect the rights, will and preferences of the person;

+ are free of conflict of interest and undue influence

* are proportional and tailored to the person’s
CIFCUMSLANCes;

* apply for the shortest time possible, and

= are subject to regular review by a competent,
independent and impartial authority or judicial body.

The safeguards must themselves be ‘proportional to
the degree o which such measures affect the person's
rights and interests,”™

These requirements reflect the Convention’s strong
ernphasis an respect and support for the autonomy
of the person. They describe a process of fully
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supported decision-making process, rather than an
instance of substituted decision-making. The critical
difference between the two is the privilege given

in fully supported or alternative decision-making

to the person's wishes and preferences. When a
person is unable to make decisions, including medical
decisions, there is a clear obligation to provide only
those interventions that are in accordance with the

- preferen:u of the person, and to restore the person
r.u capa:-tr Where the wishes and preferences of a
person are not known, there is a dual obligation to
provide immediate protective interventian, and to
ascertain the wishes of the person. In this instance, if a
protective treatment decision has been made, it must
be modified once a person’s (contrary) preferences
are ascertained, Where it not possible to ascertain
treatment preferences, intervention should be limited
to providing such treatment as is necessary to return
person to a poasition where he or she can exercise

_control gyer treatment decisions. To the extent

that decision-making arrangements accord with the
requirements of Article 12{4), they will be acceptable
under the Convention.

Substituted decision-making

As indicated abowve, the status of substitute decision
is contentious. The core of the debate rests with

e Sbmunce M aflect of the cackSoo- kg
process. Amita Dhanda argues that it is important to
recognise the fluid and socially constructed nature

of determinations of capacity, and the privilege that
is accorded to the normative standard of cognitive
capabilities. " She challenges the argurment that
substitute decision-making arrangements must be in
place, albeit for a small percentage of persons, on the
basis that the construction of a process to identify
people whao lack the requisite capacity will render
the capacity of all persons with psychosocial disability
open to question.” Dhanda sees this as giving rise

to a situation where a questionable advantage to a
small group of people, will result in all people with

psychosocial disabilities being disadvantaged, and argues

therefore, that rted decision-making needs te-
displace guwﬁmﬁcmu—umms of
Wt ‘human interdependence
urthers the human rights of all persons’ but ‘the
imposition of dependence is a negation of human
aspiration, respect and choice.'™

Recognition of the compatibility of human
interdependence with autonomy is fundamental
to understanding the approach that is adopted
by the Convention.

Conclusion

The Convention on the Rights of Persons with Disabilities
provides a basis for articulating new ethical standards
that will contribute to systemic change. According to
the Special Rapporteur on Torture and Other Cruel
Inhuman or Degrading Treatment or Punishment,
‘acceptance of involuntary treatment and involuntary

+ ethical obligation upon mental health practitioners

confinement runs counter to the provisions of the
Convention an the Rights of Persons with Disobilities_ '™

This article has sought to amplify the Special
Rapporteur's analysis by arguing that the Conventi
on the Rights of Persons with Disabilities imposes an |||

refrain from imposing inveluntary medical treatm
and a duty uponTe o Teflect tis obligati
in domestic laws. This does nat mean that health
pmfessiunals are restrained from intervening to
protect the health and safety of person with mental
illness. Rather, the standard of care envisaged by
the Convention is one where interventions in times
of acute crisis are humane, nan-violent, and guided
recognition that | nvo inveluntary treatment is an
aﬁmq;_:ggn_g_s- physical and | and mental int integrity. This
emphasises the importance of available, accessible and
acceptable services, and the establishment of systems
and protocols that encourage the early, voluntary
participation of all persons who experience mental
illness. Ultimately, the effect of Articles 12 and 17
is to position involuntary medical treatment, if itis
considered at all, at the extreme end of a continuum of
supported decision-making in health care practice that
takes as its reference point the rights, wellbeing and
autonomy of people with mental illness.
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